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Abstract
Background: An upstream approach to palliative care in the last 12 months of life delivered by primary care
practices is often referred to as Primary Palliative Care (PPC). Implementing case management functions can
support delivery of PPC and help patients and their families navigate health, social and fiscal environments that
become more complex at end-of-life. A realist synthesis was conducted to understand how multi-level contexts
affect case management functions related to initiating end-of-life conversations, assessing patient and caregiver
needs, and patient/family centred planning in primary care practices to improve outcomes. The synthesis also
explored how these functions aligned with critical community resources identified by patients/families dealing with
end-of-life.
Methods: A realist synthesis is theory driven and iterative, involving the investigation of proposed program theories
of how particular contexts catalyze mechanisms (program resources and individual reactions to resources) to
generate improved outcomes. To assess whether program theories were supported and plausible, two librarian-
assisted and several researcher-initiated purposive searches of the literature were conducted, then extracted data
were analyzed and synthesized. To assess relevancy, health system partners and family advisors informed the review
process.
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Results: Twenty-eight articles were identified as being relevant and evidence was consolidated into two final
program theories: 1) Making end-of-life discussions comfortable, and 2) Creating plans that reflect needs and values.
Theories were explored in depth to assess the effect of multi-level contexts on primary care practices implementing
tools or frameworks, strategies for improving end-of-life communications, or facilitators that could improve advance
care planning by primary care practitioners.
Conclusions: Primary care practitioners’ use of tools to assess patients/families’ needs facilitated discussions and
planning for end-of-life issues without specifically discussing death. Also, receiving training on how to better
communicate increased practitioner confidence for initiating end-of-life discussions. Practitioner attitudes toward
death and prior education or training in end-of-life care affected their ability to initiate end-of-life conversations and
plan with patients/families. Recognizing and seizing opportunities when patients are aware of the need to plan for
their end-of-life care, such as in contexts when patients experience transitions can increase readiness for end-of-life
discussions and planning. Ultimately conversations and planning can improve patients/families’ outcomes.
Keywords: Realist synthesis, Primary care, Primary palliative care, Case management, Program theories, End-of-life
communication, Advance care planning, Health system partners, Family advisors, Family caregivers
Background
For life-limiting conditions, such as end stage chronic ill-
nesses, the ability to predict the prognosis is often chal-
lenging [1, 2]. To address this uncertainty and to
provide higher continuity of care that is in alignment
with patient values and preferences, initiating an up-
stream approach to palliative care in the last 12 months
of life has been recommended [3]. This approach blends
palliative care and chronic disease management ap-
proaches [3–6]. Implementing palliative care earlier can
improve patient quality of life, symptom management,
depression, and in some cases increase life expectancy
[7–9]. Primary care practices, as the first point of con-
tact to the health system, provide comprehensive pri-
mary health care to their patients, from birth to end of
life (https://accreditation.ca/standards/). As part of a
comprehensive approach, primary care providers sup-
port their patients at end-of-life through primary pallia-
tive care (PPC) [10]. Essential elements of PPC often
include patient and family-centred communication; pa-
tient and family education about illness trajectory and
prognosis; goals of care and advance care planning; psy-
chosocial and spiritual support; and end-of-life care [10,
11]. PPC is part of a palliative approach to care [4] and
can assist patients and their families who are struggling
to manage the high symptom burden, often due to
multi-morbidities and increasing frailty that often occurs
at end-of life.
Case management functions can support the delivery
of PPC and help patients and their families navigate
health, social and fiscal environments that become more
complex at end-of-life. They can also help the integra-
tion of care across organizations and within teams, im-
proving continuity of care [12]. According to the
National Case Management Network (2009), case man-
agement is a client-driven, collaborative process that
ensures effective and efficient use of resources for the
provision of quality health and social support services.
The Canadian Standards of Practice for Case Manage-
ment have detailed both the competencies and functions
of case management; the competencies include case
management expert, communicator, collaborator, navi-
gator, manager, advocate and professional; case manage-
ment functions include client identification and
eligibility for case management services, assessment,
planning, implementation, evaluation, and transition
[13]. Implementing case management functions facilitate
the ability of inter-professional teams to work collabora-
tively and in partnership with clients and their families
to identify goals of care [13–15].
Applying case management functions to deliver PPC
has potential to assist providers with identifying patients
and their families who need a palliative approach to care,
assessing patient and family needs, and developing a
plan to address the identified needs. This aligns with
PPC elements of improving communication, providing
education, and developing a comprehensive advance care
plan that helps patients and families manage life-limiting
chronic diseases, by increasing their knowledge of the
complexities of their conditions and providing needed
skills for accessing available services and supports [16].
A comprehensive advance care plan can be a care plan
for end-of-life that allows patients to share their per-
sonal values, goals, and preferences for medical care, en-
suring the three are in alignment [17–19]. Having a
comprehensive advance care plan facilitates case man-
agement functions that can increase referrals to
community-based resources and access to care from
inter-disciplinary providers, while also improving the
timeliness and cost-effectiveness from accessing appro-
priate resources [14]. Having an advance care plan in
place has been found to reduce unnecessary admissions
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to hospitals and emergency departments [20], and im-
prove the possibility of a home death by increasing the
ability of families to cope [21]. Implementing this plan
early in primary care can further increase the likelihood
that patients’ goals of care can be met [22, 23].
A realist synthesis was conducted to understand how
contexts affect the implementation of case management
functions in primary care to improve the delivery of PPC
and end-of life patient and family/friend caregiver out-
comes. A realist synthesis considers programs as theor-
ies, because programs are implemented on a hypothesis
of ‘if we do X in this way, then it will bring about out-
come Y’ [24, 25]. It involves both searching through the
literature and drawing on experience from non-
academic partners to identify concepts and develop the-
ories that provide some explanation about how the pro-
gram of interest may work. Ultimately, a realist synthesis
is concerned with uncovering ‘what works’ within differ-
ing contextual configurations [26].
The goal for this realist synthesis was to synthesize
evidence on how multi-level contexts and mechanisms
affected the implementation of the case management
functions of patient identification, assessment, and plan-
ning, as they relate to initiating end-of-life conversations,
assessing patient and caregiver needs, and patient/family
centred planning in primary care practices to improve
outcomes. In addition, the synthesis explored how these
functions aligned with critical community resources. For
the purpose of our study, we identify critical community
resources as community-based resources that palliative




The full research team included academic researchers
who had expertise in family medicine, occupational ther-
apy, nursing, case management, palliative approach to
care, volunteer palliative care services, realist review
methodology, and health system change. The two re-
search leads (GW, LGB) were involved in all processes
of the review and incorported strategies to ensure study
rigor from the outset. These included investigator re-
sponsiveness, methodological coherence, and an active
analytic stance [27]. The research leads ensured respon-
siveness and maintaining an active analytic stance by
remaining open, using sensitivity, creativity and insight
to support them to relinquish any ideas that were poorly
supported by the review data. This was achieved through
lead researchers’ weekly reflective discussions and
documentation of analytic and review process documen-
tation throughout the research process. Methodological
coherence was achieved by following Realist and Meta-
narrative Evidence Syntheses—Evolving Standards
(RAMSES) [28] realist review standards and consultation
with our academic research partners with realist review
expertise.
RAMESES training materials acknowledge the need to
involve the ‘commissioner’ or knowledge user of the re-
view in all aspects of identifying the research question,
literature search, and developing recommendations
based on the findings. Our non-academic research part-
ners included health system administrative leads for pri-
mary health care (EC, TS) and palliative care (CT) (n =
3), and family advisors (n = 2) who had experiences with
family members facing end-of-life. Our non-academic
partners were not study participants as they were not
the focus of the research or collection of data. Rather
they were an integral part of the research team who
were engaged and consulted at every stage of the review,
and their input was woven into our research process. As
the role of our non-academic research partners in this
review was consultative in nature, a research ethics
board review of our study was not required or sought.
As outlined in the quality standards for realist reviews
[28] stakeholder involvement is an important step when
focusing the scale of the review, as it maximizes the rele-
vance to the end-user. The goal and scope of the review
were created and refined through consultations with our
non-academic research partners. The health system ad-
ministrative leads helped finalize search terms and edu-
cated academic team members on how findings from
the review could inform health system initiatives and
policies related to PPC. The family advisors were asked
to share personal experiences of caring for a family
member at end-of-life and reflect on how these experi-
ences could inform review processes and findings. They
were also asked to help us define what were “critical
community resources”. Consultations with non-
academic research partners occurred throughout the re-
view using one-to-one conversations, email, and team
meetings. Quarterly team meetings lasted from one to 2
hours; they were used to formally present and discuss
evolving program theories. Feedback was documented in
meeting minutes and used to guide next steps of the
review.
Realist review process
Realist reviews are theory driven. The process is iterative
and fluid where program theories are created and re-
fined to hypothesize how, why, and in what particular
contexts programs work to improve outcomes. This
process of refinement is achieved by proposing possible
program theories, searching the literature to find evi-
dence to test those theories, analyzing and synthesizing
the evidence, assessing whether program theories are
supported and plausible, and making revisions as
necessary.
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Pawson expresses program theories as C-M-O config-
urations of how particular contexts (C) catalyze mecha-
nisms (M) to generate improved outcomes (O) [25].
Dalkin’s (2015) work explains that mechanisms are re-
lated to both program resources M (Resources) that are
introduced into a specific context (C) and to individual
reasoning or reactions M (Reasoning) triggered based on
the interaction between M (Resources) and Context
[29]. Depending on whether the interaction is enabling
or disabling determines whether the Outcome is positive
or negative. Incorporating Dalkin’s [29] work into the
original C-M-O configuration identified by Pawson [25],
leads the following configuration: M (Resources) + C
interaction leads to M (Reasoning) = O. This configur-
ation was used in the review when identifying reoccur-
ring patterns or demi-regularities in the literature to
create program theories.
Our realist review is based on Pawson’s five iterative
stages: (1) locating existing theories, (2) searching for
evidence, (3) selecting articles, (4) extracting and orga-
nising data and (5) synthesising the evidence and draw-
ing conclusions [30]. To ensure our review processes
were consistent with a realist approach, the team
followed the methodology articulated in the Realist and
Meta-narrative Evidence Syntheses—Evolving Standards
(RAMESES) training documents [31], and consulted
with team members (RU, BM) who were experts on real-
ist syntheses. Finally, the Quality Standards for Realist
Synthesis form [31] was completed and discussed within
the team during program theory development. Consecu-
tive cycles of searching, locating, extracting, and evaluat-
ing research and grey literature were conducted to
determine if the evidence supported or refuted program
theories. Pawson’s five iterative stages have been used to
organize the methods section.
Step 1: locating existing theories
Initial program theories were created at the beginning of
the review process in a brainstorming meeting with our
non-academic research partners. The meeting identified
initial theories to understand how the mechanism of
case management connects patients and their family/
friend caregivers early in their trajectory toward end of
life to health services and critical community resources
to improve their outcomes. These theories were also in-
formed by the Canadian Standards of Practice for Case
Management literature [13, 19, 32] on case management
functions and competencies. Key case management
competencies that aligned with our theories were com-
munication, collaboration, and navigation. Case manage-
ment functions were considered separately, rather than
as the responsibilities of one individual who would act in
the role of case manager. Our non-academic research
partners and other stakeholders were engaged with
refining our outcomes priorities and relevant contexts
for our program theories.
Refining outcome priorities
The initial program theory outcomes needed to be re-
fined to narrow the focus of our review. To achieve this
objective and ensure our outcomes were relevant to our
end-users a modified Delphi process was conducted.
The modified Delphi process involved our non-academic
research partners, in addition a purposive sample of
seven other stakeholders who represented health system
administrators, primary and palliative care practitioners,
and community organizations focused on palliative care
were involved. The following steps were followed. First
the entire research team created a list of relevant out-
comes that was clustered into categories and sub-
categories to improve readability. Secondarily the list
was shared with participants who prioritized outcomes
and provided reasons for their prioritization. Finally, re-
search leads reviewed responses and compiled a final list
of outcomes that were linked to improved patient quality
of care, caregiver bereavement, and represented all
stakeholders’ perspectives. The final outcomes were im-
proved patient and caregiver involvement in plan of care,
policy frameworks that supported integrated end-of-life
care, health practitioners from different sectors sharing
the responsibility of case management functions and co-
ordination of care, and the implementation of evidence-
based palliative approaches to care. These outcomes
were subsequently used to categorize outcomes during
data extraction and to test program theories for
relevancy.
Identifying relevant contexts
To guarantee all relevant contexts (C) would be consid-
ered in our program theories, Pawson’s work was
reviewed to generate a list of context categories that
might apply to the review [25, 30]. Contexts were
grouped into individual capacities (i.e., practitioner cap-
acities), interpersonal relationships (i.e., primary care
team relationships), institutional setting (i.e., primary
care setting), and infra-structure (i.e., health system pol-
icies or strategies surrounding primary care settings).
A video-taped brainstorming session between research
team members clarified how these contexts might inter-
act with M (Resources) to affect M (Reasoning) and gen-
erate positive or negative (O) Outcomes. The
brainstorming session resulted in a conceptual diagram
(see Additional File 1), the video of the session was
shared with any research team members unable to at-
tend the session. This sharing included our non-
academic research partners who were asked to share the
video with other stakeholders to elicit feedback on the
process and resulting hypotheses. The feedback helped
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identify pertinent contextual factors within the health
system where a readiness for change may exist. The
health system already had an integrated palliative care
strategy, had identified an increased readiness to imple-
menting a palliative approach to care in primary care
practices, and was already implementing palliative care
education (Pallium Canada’s LEAP curriculum https://
www.pallium.ca/course/leap-core/) within primary care
practices. Given the health system already had an inte-
grated palliative care strategy our review became less fo-
cused on identifying factors within the infra-structure
context.
Step 2: searching the literature
The purpose of this step was to identify a relevant body
of literature for developing and refining our program
theories. The Initial program theories developed in step
one were explored in a librarian-assisted systematic
search (see Additional File 2: A. Search terms for Initial
systematic search strategy) to identify evidence support-
ing the theories. When initial program theories needed
to be refined a second librarian-assisted systematic
search (see Additional File 2: B. Second systematic
search strategy for identification of studies on key topics)
was conducted. At this point additional topics relevant
to our review surfaced as needing further exploration to
clarify concepts relevant to our program theories. To ad-
dress this gap several smaller purposive searches were
conducted by the research team in consultation with the
librarian (see Additional File 2: C. Broad topics for
librarian-assisted purposive search) and content experts.
These searches explored topics in-depth that related to
using case management functions to support the delivery
of PPC, they included advance care planning, prefer-
ences for care, patient/family navigation, integrated/in-
terprofessional care, shared decision making at end-of-
life, end-of-life conversations, compassionate communi-
ties, and palliative approach to care.
Results from these purposive searches furthered pro-
gram theory development by first identifying a definition
of advance care planning that aligned with one of the
community resources prioritized by family advisors. This
definition incorporated the role of family, and the need
to identify patient and family goals of care to inform fu-
ture planning [33]. Secondarily, the searches identified
literature on Health Promoting Palliative Care [34],
Compassionate Communities [35], and the New Essen-
tials model [36]. These initiatives informed program the-
ories of how primary care services could be integrated
with community resources and advance care plans cre-
ated in primary care could be shared with community
sectors. Literature searches were combined with citation
searches on included articles.
The evidence accrued through these searches was inte-
grated into the successive cycles of program theory re-
finement described in the manuscript. The quality
standards discuss the balance between the search
process being comprehensive versus theoretical satur-
ation [28]. The two systematic searches provided a com-
prehensive search of the literature, whereas the
purposive and citation searches provided more targeted
searches to achieve theoretical saturation. The purposive
searching of the literature is an important process in
realist reviews to find additional data to confirm, refine
or refute aspects of the program theories.
Records identified in the searches were entered into
RefWorks reference management software (https://
refworks.proquest.com) then transferred to Covidence
systematic review software (https://www.covidence.org)
to screen and identify included articles. All articles were
screened independently by two reviewers. A two-stage
process was implemented of first reviewing the title and
abstract then screening the full article using established
inclusion/exclusion criteria (See Table 1). Team discus-
sions resolved any conflicts.
Step 3: selecting articles
All included articles records were downloaded into Excel
where further organization and exploration of the arti-
cles was conducted. The realist review quality standards
stipulate the importance of relevance and rigor. Rele-
vance is defined as whether the literature can contribute
to program theory building or testing. Rigor is whether
the methods used to generate the data are credible and
Table 1 Inclusion/exclusion criteria
Inclusion/exclusion criteria used to identify relevant sources
Inclusion Criteria:
English, 2009 + (chosen because year when National Case Management
Network published Canadian Standards for Practice for Case
Management http://www.ncmn.ca/)
Included articles that discussed any of the following topics:
• 1) The concept of end of life/palliative/self-management for those
with high symptom burden:
• 2) Palliative approach-early access, early identification, how to identify
individuals appropriate for a palliative approach, such as tool or clinical
criteria, surprise question;
• 3) How to help transitions from chronic condition management into
early palliative care or from early palliative care to higher levels of
palliative care;
• 4) Using, Identifying, or informing how to identify, critical community
supports in the last year of life, e.g., may look at patient family needs
and preferences;
• 5) Interdisciplinary collaboration for early palliative care; or
• 6) Case management or coordination of care across the continuum of
palliative care delivery and settings.
• Exclusion criteria: articles involving children or young adults
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trustworthy. Rigor includes the assessment of the quality
of the studies that is more critical to systematic reviews.
The Excel spreadsheet captured information on the
study design used to assess the level or quality of evi-
dence as categorized by Tomlin and Borgetto (2011)
[37], and on its relevance to assess how the study could
contribute to program theory development. The type of
data extracted is listed in Table 2. The relevancy was
coded using four levels: 1 = very relevant, use of case
management functions to connect patient or family to
health, social and community services and supports; 2 =
very relevant to identifying critical community resources;
3 = very relevant, identifies barriers and facilitators to
case management, 4 = very relevant, to local context but
content not as relevant). Data from the articles was
sorted by relevancy, only articles rated 1, 3 or 4 for rele-
vancy were included for further analysis.
Defining critical community resources
The term critical community resources had been used in
our initial program theories, but it had been poorly de-
fined. This term needed further clarification to help
focus our review. This led to an exploration into what
community resources should be classified as critical. The
first step was to explore the literature. The literature
coded ‘2’ for relevancy (i.e., very relevant-identifying crit-
ical community resources) was used to identify a sample
of studies (n = 61). Fifteen of the studies provided views
of providers, patients, and families on what community
resources were critical, and were relevant to our review.
Data extracted from the studies was synthesized to de-
velop themes. The studies did not provide enough evi-
dence to determine which community-based resources
were critical; however, there was evidence to support the
essential resource of having family/friend caregivers and
the need to tailor resources to what patients and their
families need. In addition, the synthesis provided a list of
18 possible resources patients and families may want to
consider when planning for end of life.
To supplement the synthesis, family advisors were
asked to share their perspectives on which of these com-
munity resources they thought were critical. This meth-
odology aligned with evidence from the literature that
resources needed to be tailored to the needs of patients
and their families. Family advisors were asked to identify
their top four priorities from the list of 18 resources,
and to include a rationale for their choices. This infor-
mation was reviewed and synthesized by the lead re-
searchers to establish a list of five critical community-
based resources: 1) having a healthcare professional or
assistant trained in end-of-life care, 2) being able to ac-
cess someone trained in end-of-life care when patients
transition home after discharge, 3) help with coordinat-
ing the available services and supports, 4) having re-
sources available to help caregivers cope with stress and
care for the patient, and 5) providing extra physical and
psychological support for patients living alone. Two
community resources aligned best with care early in the
trajectory toward end of life and PPC. They were having
practitioners trained in end-of-life-care and helping pa-
tients with the coordination of services and supports.
Step 4: extracting and organizing data
Data extraction from the included articles was done
using Excel by two reviewers, one of which was a re-
search team lead (GW, LGB) and the second a research
team member. Team discussions resolved any conflicts.
A core team of three researchers went through the ex-
tracted data to help categorize and sort which articles
contributed to elements of potential program theories:
M (Resources), Contexts, M (Reasoning), Outcomes.
From this process, specific evidence-based program the-
ories were created and gaps in the literature were identi-
fied, this is what stimulated the second librarian assisted
search and the researcher-initiated purposive searches
described in Step 2. Six program theories evolved from
the extracted data (see Additional File 3). The program
theories reflected case management functions that
needed to be implemented across a spectrum of care,
these included having end-of-life conversations, planning
for end-of-life, communicating plans, identifying com-
munity resources, and helping patients.
To ensure that data extraction was comprehensive and
aligned with proposed program theories the most rele-
vant articles were downloaded into NVivo 12 for final
coding. Articles were coded both deductively and in-
ductively. The deductive codes looked for program the-
ory elements M (Resources), multi-level contexts (C), M
(Reasoning), and outcomes (O), and inductive codes ex-
plored concepts that could inform our theory develop-
ment. Examples of inductive codes that evolved were
Table 2 Type of Data Extracted
1) Aim or purpose of the article
2) Type of article: systematic review, quantitative study, qualitative study,
commentary, theoretical, grey literature, other
3) Category of outcome: name of quantitative outcome or qualitative
finding
4) Specific details on results/findings
5) Relevancy: 1 = very relevant to case management functions, 2 = very
relevant to identifying critical community resources, 3 = very relevant to
identifying barriers and facilitators to case management, 4 = very
relevant to local context but content not as relevant, 5 = interesting but
not directly relevant, 6 = not that relevant
6) If-then statements were used to help extract data in the form of ex-
planatory accounts. Configuring if-then statements at the time of data
extraction provided a way for the team to initiate new hypotheses, and
informed program theory refinement in later stages.
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care coordination, collaboration, communication, tools
to assess patient and family needs at end-of-life, and pa-
tient centred care.
Step 5: Synthesising the evidence and drawing
conclusions
The NVivo codes and associated text from the articles
were critically reviewed. This review consisted of moving
iteratively between the extracted text and potential pro-
gram theories to understand the place of, and relation-
ship between, each M (Resources), Contexts, M
(Reasoning), and Outcomes within the program theory.
This analytical process was informed by feedback from
our non-academic partners to develop and refine poten-
tial program theories that could be supported by the evi-
dence and were plausible. Through this process the
research team established six criteria the refined pro-
gram theories needed to meet. The refined program the-
ories needed to: 1) address the goal of our review, 2)
focus on patients and their families at the beginning of
the palliative care trajectory when services are provided
in primary care, 3) identify M (Resources) that facilitated
case management functions, 4) describe M (Reasoning)
that were Primary Care Practitioners’ (PCPs) internal re-
actions, 5) align with identified critical community re-
sources relevant to primary care, and 6) reflect existing
or potential (possible, projected) contexts relevant to
health system partners.
The majority of extracted evidence supported the first
two of our initial six program theories: having end-of-
life conversations and planning for end-of-life. These
theories reflected case management functions associated
with patient/family identification, assessment, and plan-
ning within primary care practices. It was not feasible
for the current review to explore all six theories in suffi-
cient depth. As a result, the first two theories became
the focus of this review. The rationale for choosing these
theories was that there was a perceived readiness within
the health system to support initiatives focused on help-
ing primary care implement a palliative approach to
care. Additionally, in order for primary care to initiate
actions that would connect patients and their families to
critical community resources, practitioners first needed
to have a conversation, assess needs related to end-of-
life, and create plans based on patients’ and family care-
givers’ identified needs.
Fig. 1 PRISMA diagram
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Results
The Prisma diagram (Fig. 1) summarizes results from
the systematic and purposive searches. Program theory
development was based on 258 included studies. This
number was reduced to 77 studies when data was sorted
for relevancy and only articles rated 1, 3 or 4 for rele-
vancy were included for further analysis. This number
was further reduced to 69 studies when the data extrac-
tion was reviewed to determine how each article contrib-
uted to our six initial program theories. These 69 studies
were downloaded into NVivo 12 for final coding. The
final coding and reducing the number of theories from
six to two left 29 included studies as being relevant to
the review.
There were six mixed methods studies, fifteen qualita-
tive studies, one review of systematic reviews, four sys-
tematic reviews, and one theoretical case study. These
studies came primarily from the initial systematic review
(n = 15) and the purposive/citation searches (n = 11),
with only a few coming from the second systematic
search (n = 2). The second systematic review captured
many of the studies in the initial systematic search and
were deleted as they were duplicates. Studies were cate-
gorized in the levels of evidence described in the re-
search pyramid [37], this information along with further
details on the methods, aims, and outcomes assessed are
in Table 3. The evidence from these articles was consoli-
dated into two final program theories: Theory 1: Making
end-of-life discussions comfortable; and Theory 2: Creat-
ing plans that reflect needs & values. For our two pro-
gram theories, M (Resources) reflected resources that
facilitated patient/family identification, assessment, and
planning in primary care, and M (Reasoning) were reac-
tions of PCPs to using these resources in different con-
texts. Several articles contributed to both theories, such
as those describing contexts where PCPs did not feel
they had time to initiate end-of-life conversations or to
conduct advance care planning. Also, the two theories
sometimes reflected a sequential causal chain, where the
outcome of theory 1 affected the context for theory 2.
For example, if end-of-life conversations had not been
initiated, then advance care planning was unlikely to
happen; or if end-of-life conversations were initiated by
assessing the needs of patients and their families, this
may present an opportunity to do advance care plan-
ning. Table 4 indicates how much each included article
contributed to the program theory components by
cross-referencing the article with program elements.
Additional File 4 presents data extracted from each
article to support or refute each program theory.
Theory 1: making end-of-life discussions comfortable
If PCPs use tools to assess needs of patients and their
families nearing end-of-life, it can provide practitioners
with an opportunity to discuss and identify end-of-life
issues without specifically discussing death. Also, if PCPs
receive training on how to better communicate, it can
increase their confidence for initiating end-of-life discus-
sions. In positive contexts the use of tools and having
training can improve the reactions of practitioners M
(Reasoning) to engaging patients and families in end-of-
life conversations. This can improve communications
within primary care teams and with patients and their
families to improve patient and their family to planning
for end-of-life (O). For theory 1, two categories of M
(Resources) were identified from the literature.
a) Using Tools or Frameworks (Fig. 2 and Additional
File 4). The first category of M (Resources) for theory 1
was using tools or frameworks. M1a (Resources). The lit-
erature identified using tools or discussion frameworks
as beneficial to: identifying patients nearing end-of-life
[38], assessing patient and family needs [39–41], facili-
tating team communications [42], and structuring end-
of-life discussions [43, 44]. Contexts (1a). The identified
program resources interacted with various contexts such
as: time or resources [39–41], practitioner self-efficacy
[38], prior training [39, 45], creating spaces (i.e., safe
spaces and opportune moments) for difficult conversa-
tions to take place [43, 45], and routine use of tools in
everyday practice [41, 45]. The M1a (Resources)-Context
interaction affected M1a (Reasoning) such as: practi-
tioners feeling overwhelmed with increased workload
and lack of time [39, 41], or alternatively feeling compe-
tent in addressing patient or family caregiver needs [40,
43, 45]. Positive reactions facilitated Outcomes (1a) such
as: clear communications within teams [42], initiating
conversations with patients and their families [38, 40],
and improved patient and family abilities to plan for
end-of-life [39–41, 43].
b) Learning to improve end-of life communications.
(Fig. 3 and Additional File 4) The second category of
mechanisms for theory 1 was improving communication
skills to discuss end-of-life. M1b (Resources). Resources
that supported PCPs initiating and engaging in con-
structive end-of-life conversations were: learning com-
munication strategies for initiating conversations [46–
49], using documented conversations for future follow-
up [50], understanding what information patients and
families needed [16, 51, 52], identifying patient transi-
tions as opportunities for initiating conversations [53,
54], and embedding palliative care into routine patient
care [52]. Contexts (1b). The identified M1b (Resources)
interacted with contexts such as: patient negative reac-
tions to providers’ with poor communication skills [16,
51, 55–57], limited time or resources [46, 50, 51, 53, 54,
58], strength of relationships or trust with patients [48,
50, 51, 57], providers having different goals of care than
patients [16, 50], and disciplinary backgrounds that
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Mental Component
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Physical Component
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their implementation
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service provision and
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second step, once the
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optimistic hopes with the
illness, the clinician
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hopes to include living
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from pure optimism to
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patient to be future
oriented and hopeful for
a possibly achievable
outcome. Over time, the
clinician and patient
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year. A significant
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powerlessness when they
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tory discussions of any
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build an “end-of-life pro-
ject” meeting patients’
wishes and needs. The
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patient-centered ap-
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fessional and personal
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ing and anticipating po-
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“end-of-life projects” with
their patients. Theme 4:
Organizing human pres-
ence around the patient
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and the complexities and
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size doesn’t fit all. It is
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the context for talking
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understanding and
sharing their personal
values, life goals, and
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future medical care. The
goal of advance care
planning is to help
ensure that people
receive medical care that

















assessed and what level
of support is available to
family/friend caregivers
in three home-based pal-
liative care services
within Australia, identify
areas for improvement of
support to family/friend
caregivers, and explore
the barriers to offering
carer support
Mixed methods Study. A
case study using focus
groups and file audit
patients who had been
discharged within the




liative care service in
Australia
This is a multiple case
study that looked at
several sites, both
metropolitan (M) and
regional (R) Each regional
centre had a distinct
model of care. One used
a case management
model of care whereas a
second provided
consultation only and
relied on the General
Practitioner (GP) and the
local district nursing
service to provide the
majority of ongoing care.
Staff from all disciplines
were invited to





audited to see how often
In general, the findings
were the following.
These palliative care sites
reported substantially




to providing services for
family/friend caregivers.




needs and none of the
sites used a separate
family/friend caregivers
care plan or offered a
structured intervention to
assist family/friend
caregivers with their role.
Family meetings were
offered infrequently by
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care received by patients
and carers. Physical care
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indicates that the exam-
ined palliative home care
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satisfactory care in this
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home-based primary care
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a longitudinal home care
in which primary care is
delivered in the home
aimed at maintaining in-
dependence and func-
tion and preventing
read- mission of patients
to the acute care setting.
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palliative care knowledge
and collaboration among
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on training from nurses.
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manage complex, chron-
ically ill patients and im-
prove the long- term
health outcomes of par-
ticipants with complex
comorbid conditions





and implementation of a
validated screening tool
to identify patients for
targeted discussion.
HBPC teams were made
up of a physician, several
nurses, a clinical psych-
ologist, a physical therap-
ist, a dietician, a social
worker, and administra-
tive support staff. Services
could include blood
draws, regular health
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source assistance, among
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used the End of Life
Nursing Education Cur-
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patient screening goals




of other primary care
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care prior to the course.
Findings indicated partici-
pants had increased con-
fidence in their ability to
use palliative knowledge
in the course of their
jobs. Nursing staff re-
ported that they did not
feel that the PPS was
burdensome, although
several were opposed to
any change in their work-
load at all. The PPS might
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emphasized conversation skills [49, 52–54, 57]. The
interactions between M (Resources) and contexts af-
fected M1b (Reasoning) such as PCPs having the con-
fidence to have end-of-life discussions with patients
[54]. This reaction ultimately affected Outcomes (1b)
such as: practitioners supporting caregivers to care
for the patient [46], and delivering patient-centred
care [54]. Furthermore, these led to longer-term out-
comes such as: better preparation of patients and
families for end-of-life and bereavement [16, 48, 50,
52, 57], and fewer aggressive life-sustaining medical
interventions near death [52].
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cognitive impairment,
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Theory 2: creating plans that reflect needs & values.
(Fig. 4 and Additional File 4)
If PCPs use tools to assess needs, or have others assess
needs, this provides an opportunity to create a plan for
the future that reflects what patients and families value.
Planning with patients and their families can improve
their ability to anticipate end-of-life events and can lead
to positive patient end-of-life and family bereavement
outcomes. For theory 2, only one category of M (Re-
sources) was identified: facilitators for conducting ad-
vance care planning.
Facilitators for conducing advance care planning. M2
(Resources). Literature identified facilitators to conduct-
ing advance care planning such as: using tools [59], ef-
fective education programs for practitioners [60],
building on patient conversations to introduce advance
care planning [44], or doing advance care planning in
group visits [61]. Contexts (2). These M2(Resources)
interacted with contexts such as: limited time and re-
sources [44, 60, 62], strength of relationships and trust
with patients [60, 62], lack of public awareness about ad-
vance care planning [44], a curative culture in the pri-
mary care practice [44], and differing disciplinary
backgrounds [44]. These contexts affected PCP readiness
for advance care planning [44]. Interactions between the
M (Resources) and contexts impacted M2 (Reasoning)
of PCPs embracing a facilitator role where they worked
along with patients [33, 61], or conversely practitioners
feeling patients were adverse to doing advance care plan-
ning, and if they initiated the topic it might damage the
practitioner-patient relationship [62]. These reactions ul-
timately affected whether the PCP engaged in advance
care planning with patients and families; which could
subsequently lead to long-term Outcomes [2] such as:
Fig. 2 Theory 1a
Fig. 3 Theory 1b
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reduction of costs associated with in-home end-of-life
care programs and patient centric end-of-life care plan-
ning that included linking primary care with community
resources [63]. In addition, advance care planning was
found to be associated with a lower rate of in-hospital
deaths [64].
Evidence from the articles demonstrated how imple-
menting resources into supportive contexts could facili-
tate conversations that identify patients earlier in their
trajectory toward end-of-life, creation of patient and
family centric plans, and implementation of planned
care.
Discussion
The goal of the realist synthesis was to synthesize evi-
dence on how multi-level contexts and mechanisms
affect the implementation of the case management func-
tions of patient identification, assessment, and planning;
specifically as they relate to initiating end-of-life conver-
sations, assessing patient and caregiver needs, and pa-
tient/family centred planning in primary care practices
to improve outcomes. In addition, the synthesis explored
how these functions aligned with critical community re-
sources identified by patients and their families dealing
with end-of-life.
As well as the involvement of health system partners,
this review incorporated views of family advisors with
end-of-life care experiences to provide a family-centric
viewpoint. The engagement of family advisors played an
essential role in focusing our review on what families
valued, and the feedback from health system partners
ensured the findings and recommendations were poten-
tially feasible to implement within the health system.
Two program theories evolved over the course of the
review: 1) making end-of-life discussions comfortable,
and 2) creating plans that reflect needs and values. Some
M (Resources) were relevant to both theories such as
using tools or frameworks or learning how to take ad-
vantage of opportunities where patients or families are
more open to engaging in end-of-life discussions. Using
tools or discussion frameworks to assess patient and
family needs was associated with not only facilitating
end-of-life discussions but also advance care planning
[39–41]. The key was to identify needs as a way of intro-
ducing necessary end-of-life topics [43, 44] and to help
structure or conduct advance care planning [59, 61].
Also relevant to both theories was learning how to
recognize and identify opportunities when patients may
be more aware of the need to plan for their end-of-life
care [44], such as in contexts when patients are experi-
encing transitions [45, 53, 54, 62]..
As patients’ end-of-life needs change and transitioning
between health care settings becomes more frequent, pa-
tients and their family caregivers may become more
aware of the need to plan for end-of-life care. This re-
view revealed PCPs need to recognize and use these
transitions as opportunities to introduce and discuss ne-
cessary end-of-life topics. This was highlighted in an edi-
torial that listed opening questions a PCP might use
when changes or transitions occur as a way of exploring
end-of-life issues [65, 66]. The use of general questions
may address PCPs’ negative reactions to using tools. Al-
ternatively, the use of tools, discussion frameworks, or
general questions could all create opportunities for PCPs
discussing end-of-life issues [39]. These strategic ap-
proaches could ensure patients’ and family caregivers’
values and needs are identified and reflected in advance
care plans as they transition between health care settings
[67, 68].
Two contexts that negatively affected PCPs’ abilities to
initiate end-of-life conversations and conduct advance
care planning were not having enough time or resources
Fig. 4 Theory 2
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(e.g., additional staff or services) [39–41, 44, 60, 62].
These challenges may be due to PCPs’ prioritization of
time. Regardless these contexts limit opportunities for
initiating and engaging in important, yet time consum-
ing, end-of-life conversations with patients and their
families [43, 45]. They may also impede practitioners’
abilities to develop trusting relationships with their pa-
tients [60, 68]. M (Resources) that might catalyze
changes in these negative contexts include: developing
practice routines that create supportive spaces for pa-
tient’s experiences to emerge [43], building an
organizational commitment to end-of-life care and im-
proving team communication skills [69], and embedding
the use of tools that identify end-of-life issues into prac-
tice routines [41, 45]. In addition, there is evidence that
advance care planning could be introduced and dis-
cussed in group sessions rather than in one-to-one con-
versations with practitioners [61].
Providing PCPs with training on how best to commu-
nicate with patients and their families about end-of-life
[46–49] continues to be an unmet need in primary care
settings [70–72]. Our review found that PCP attitudes
towards advance care planning were influenced by previ-
ous experience, education and training in communicat-
ing with patients during end-of-life care [39]. These
attitudes can facilitate or hinder PCPs initiating end-of-
life conversations and planning with patients and their
family/friend caregivers [10, 47]. The Gold Standards
Framework, one of the most widely known frameworks
for how to organize community-based palliative care,
recommends that training be targeted towards, and car-
ried out with PCPs who have an interest in end-of-life
care [73]. Practitioner readiness for end-of-life training
might increase in contexts where the practice setting
serves a large geriatric patient population [74], or when
practitioners have a disciplinary background that empha-
sizes strong communication skills, such as social
workers, and nurses in specialty clinical areas such as
oncology [52, 75–79]. In addition, the inclusion of pallia-
tive care content and clinical practice experiences in
health care provider curricula has been shown to in-
crease health care providers’ confidence and skills in ini-
tiating end-of-life discussions and advance care planning
with patients and family caregivers [80].
If PCPs facilitate conversations and planning for end-
of-life, then patient, family, and health system outcomes
can be improved. Patients and families may be better
prepared for end-of-life events and bereavement [48, 50,
52, 75, 81], and health systems are less likely to use ag-
gressive life-sustaining medical interventions before a
patient’s time of death [52, 82], have lower rates of in-
hospital deaths [64], and decreased health care costs
[63]. In addition to practitioner-patient conversations
and planning, it is important that end-of-life plans are
clearly communicated across health and social sectors
involved in implementing the patients’ care plan [63, 70,
83]. Intersectoral communication was not explored in
this review, but it is an important element that enables
links to community resources and improved outcomes.
The literature demonstrated the benefits of families
being involved in end-of-life planning. Better communi-
cation between PCPs and families helps increase family
members’ confidence around caring for patients in their
usual place of residence [84]. Despite this benefit, it is
important to recognize that families may not be pre-
pared for, or desire to, care for the end-of-life patient at
home [85]. Some families may not be comfortable with
the role of providing direct physical care or medication
management and prefer to offer social and emotional
care at end-of-life. To make end-of-life caregiving at
home a reality, family members have to genuinely want
to provide care, rather than being pressured into provid-
ing it; they also need to feel they can get support from
the healthcare system when needed.
There are limitations to our review. It focused on case
management functions of client identification, assess-
ment, and planning as they were relevant to interven-
tions initiated in primary care practices. However, case
management includes other functions such as: imple-
mentation of planned services, evaluations that periodic-
ally assess patient and family needs, and transitioning
the patient into other services [13]. Although these
remaining functions were not emphasized in our review,
they are still important and are often embedded in pri-
mary care quality improvement processes.
Although our review did not highlight the infrastruc-
ture context, policies are needed at multiple levels in
order to create health and social structures that will
normalize and facilitate an upstream approach for pallia-
tive care. For example, the public health approach to
palliative care advocates for policy development and im-
plementation in the practice, health system, and societal
contexts [86]. Societal contexts that embrace the public
health approach to palliative care and align with the
Compassionate Communities model [35] can catalyze
social changes in attitudes that reinforce health system
policies. Furthermore, health system and practice-level
policies could support the intentional implementation of
tools and frameworks, as well as the inclusion of primary
care team members with disciplinary backgrounds or
training suited to conducting end-of-life conversations
and planning. These changes could improve earlier iden-
tification of patients’ need for palliative care services, in-
cluding those with end stage chronic illnesses [87].
In the review process, family advisors identified five
priorities for community resources. Our review was un-
able to provide evidence for all five priorities, but they
remain critical. The evidence synthesized to develop our
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two program theories addressed the priorities of improv-
ing health practitioner training on end-of-life care, and
to a lesser extent, improving coordination of services/
supports and identification of programs and resources to
help families. Coordination of care can be linked to the
quality of communication amongst PCPs, patients and
families, and within health care teams themselves. A pre-
cursor to identifying needed community resources is the
assessment of needs. Using tools to facilitate communi-
cation, assess patient/family needs, and developing a
plan could improve both coordination and identification
of community resources for patients and families at end-
of-life.
Conclusion
Recommendations from our review were shared with
our health system partners to inform current and future
initiatives in PPC. However, future research in the form
of a realist evaluation of initiatives identified in our re-
view need to be completed to further test our theories.
Conducting a realist evaluation would refine our initial
theories and contribute to developing a middle-range
theory that would be generalizable to a variety of con-
texts [88]. Additional research is also needed to deter-
mine how best to connect patients and families with
community resources that can augment end-of-life care
delivered in primary care settings.
In conclusion, the realist review method enabled an
evidence synthesis on how multi-level contexts and
mechanisms affect initiating end-of-life conversations,
assessing patient and family caregiver needs, and
patient-family centric end-of-life planning in primary
care settings. The realist approach involved health sys-
tem partners and family advisors, helping ensure our re-
view remained grounded in the local context and
identified outcome priorities relevant to patients’ and
family caregivers’ values and needs for end-of-life care.
The further development and testing of our initial pro-
gram theories can be used to provide direction and in-
form changes in primary care practices, including
policies and research initiatives that support an up-
stream palliative care approach to care that can improve
outcomes for patients and their family caregivers at end-
of-life.
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